Children should not have to die. But wishing does not change the reality that, despite everyone's best efforts to avert what is always a traumatic loss, nevertheless some children die. Although we recognize the need for palliative care for adults, what can we say about palliative care for children?
The same arguments that have in the past been used to dismiss the need for specialized palliative care for adults have also been used for children. Some of these arguments are that care of the dying should be part of every generalist's and specialist's treatment regime, caring for the dying requires no special skills, there is very little to "do" for these patients, anyone can look after simple symptom control, and so on. These arguments have not withstood the weight of evidence, and palliative care for adults has increasingly gained acceptance (albeit not universally). When it comes to the need for specialized palliative care for children, additional arguments are made that children rarely die, there is little that medicine can offer in the face of such tragedy, children do not understand what is happening to them, and parents will never accept palliation for their children. What does the evidence show either to prove or disprove these common arguments against palliation for children?
Firstly, although significant decreases in childhood mortality have occurred in the past 50 years, it is still a reality that children die. In the 180bed pediatric hospital where I work, approximately 100 children die per year. Given the frequency of childhood death in a pediatric hospital, it is difficult to understand why there is still a perception that childhood mortality is so rare. The British Pediatric Association has estimated that the prevalence of severely ill children with life-limiting conditions, a group that could benefit from palliative care, is one per 1,000 children per year. 1 The association also estimates that one per 10,000 children between ages one and 17 die per year after having had a life-limiting condition.
Secondly, what can medicine offer dying children and their families in the face of one of life's greatest losses? Families have told us that they want a range of options on how to care for their dying child. Care in hospital, care in specialized hospices, and care at home are all possibilities in some centers. Research has demonstrated that bereaved siblings cope better when they are more involved in caring for their dying brothers and sisters. Parents may feel less guilt and more of a sense of having done "all they could" for their child when they are supported in their desire to provide end-of-life care for their child at home. After the death of a child, we now know that there is no definable "acceptable" time span for bereavement. Bereavement is a process that evolves over time in different ways for each parent. Instead of asking, "Is there anything we can still do for children when cure is no longer possible?" we should ask, "Are we sure that we have offered these children and families everything possible to improve their quality of life?"
Wolfe et al. recently interviewed parents about the care received by their children who had died of cancer at a major US cancer center. 2 The study was published as a lead article in the New England Journal of Medicine and generated a flurry of articles in the popular press. What the researchers found was that symptoms such as constipation and diarrhea were common, caused significant suffering, and were poorly treated. Pain, one of the most commonly encountered symptoms these children faced, was found to cause suffering in 55 percent of them and was successfully treated in only 25 percent. Clearly, there is much that we already know about the treatment of such symptoms that could decrease the suffering these children needlessly endure.
Thirdly, years of research have removed any doubt that young children are aware of their own mortality. For even very young dying children, the question is not whether they understand their own impending death, but rather with whom are they comfortable talking about it and whom do they feel the need to protect by avoiding the subject. Children with life-limiting illness often know what is happening to them. By refusing to acknowledge the child's intrinsic understanding of what they are going through, we are remiss in not allowing them to express their fears and work through their own developmentally appropriate issues.
Finally, are parents ever able to accept palliative care for their children, or will they always opt to "fight to the bitter end"? Once again, the way the question is posed determines the type of response. The question might be rephrased as: "Do parents (and children) want to have the option of continuing with curative therapies while simultaneously taking an active approach to controlling symptoms? Do they want a treatment plan that anticipates complications, and do they wish to make their decisions for care based on realistic probabilities that take into account effects on their quality of life?" If we listen to the affected children and families, what we most often hear is that they want a range of options as their needs change throughout the illness.
Palliative care for children needs to exist because of the fact that significant numbers of children still die. As long as medicine cannot always cure, we must ensure that we offer no less palliative care to children than we have come to expect for adults.
